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it.

May the memory of their children be upheld in these participants’ wise words and may their

courage to express their love result in improved care.

May the dedicated professionals who

read this work know that they have, through their commitment and compassion, the power to
deeply impact families who have recently been devastated by pediatric cancer.
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I

Abstract
The purpose of this mixed-methods study was to examine how bereaved parents’ interactions
with their deceased child’s pediatric oncology professional care team have impacted their grief
symptoms.

Thirty participants whose children died of cancer one to three years ago completed

an in-depth interview and surveys measuring meaning-making, depression, and grief symptoms.
Correlational analyses of the measures found that an increase in meaning making was associated
with lower depressive and grief symptoms.

A content analysis of the interviews found that

many participants regarded staff “like family,” had on-going relationships with staff after their
child died, and described various ways staff interactions during treatment and after the child’s
death helped them make sense of their loss.

Quantifying the interview data and statistically

analyzing it along with the measures found that participants’ increased frequency of describing
staff’s positive impact on their grief correlated with higher meaning-making scores and lower
grief symptom scores.
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Critical to pediatric cancer treatment is the relationship between parents and their child’s
professional care team.

Parents’ ongoing interactions with their child’s professional care team

are often overshadowed by the shock of diagnosis, the intensity of treatment procedures, and the
disruption of family life (West, Bell, Woodgate, & Moules, 2015).

However, those

relationships provide parents with important medical information and often, much needed
emotional support.

Through collaborative conversations with the care team, parents reach

consensus on a care plan they hope will save their child’s life (Klick & Hauer, 2010).

With

their words and actions, doctors, nurses, psychologists, social workers, child life specialists, and
other professionals help parents manage complicated information and emotions to feel more
equipped to participate in their child’s treatment (Ringner, Jansson, & Graneheim, 2011; Power
& Franck, 2008).
When children die of cancer, parents must adjust to their child’s absence amidst the
lingering turmoil of what preceded their death: Witnessing their child undergo painful
treatments, making difficult decisions, and anticipating a devastating loss, all the while hoping
for recovery.

Adjustment to a child’s death, as depicted by current bereavement literature,

necessitates making meaning of one’s loss (Bogensperger & Lueger-Schuster, 2013).

Though

internal biological and psychological factors play a large role in how the bereaved cope with
grief, external relationships also affect meaning making (Neimeyer, Klass, & Dennis, 2014).
Research documents how, as bereaved parents grapple with the complexity of their loss, they
rely on past and present interactions with important others to construct a manageable loss
narrative (Alam, Barrera, D’Agostino, Nicholas, & Schneiderman, 2012).

Professional care

staff can help parents make sense of their child’s illness, and in turn, of their own parental
experience during treatment (Meert et al., 2015).
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However, the extent to which relationships

with professional care team members influence parents’ ability to make sense of, and
successfully cope with, their loss has not been examined.

To better understand how interactions

with professional care staff relate to parents’ grief outcomes, we analyzed data pertaining to
parent-staff interactions from a larger mixed-methods study on parent supports and stressors
during their child’s treatment.
The remainder of this introduction clarifies why and how interactions with professional
care staff during their child’s treatment might continue to affect parents even after their child
dies and they leave the hospital.

The introduction is organized as follows: We first will

summarize research on parents’ positive and negative experiences during treatment.

We then

will outline evidence that interactions with professional care staff shape parents’ experiences
during treatment. Next, we will summarize parental bereavement experiences, noting, in
particular, the crucial need to make meaning of the loss, and the impact of past and current
relationships on meaning making.

Lastly, we will state the study aims and describe the study

methods and plan for analysis.
Parent experiences in pediatric oncology
Through analysis of semi-structured interviews with parents whose children were
diagnosed with cancer or a brain tumor, Dixon-Woods, Findly, Young, Cox and Heney (2001)
found that, although most knew something was wrong with their child, none were prepared for a
cancer diagnosis.

Phone interviews with parents found that hearing about their child’s cancer

diagnoses left most feeling numb and in shock, with many parents reporting not fully realizing
the gravity of their child’s illness until treatment began (Clarke & Fletcher, 2003).

Parents’

lives during treatment have been described as “patient-centered” (West, Bell, Woodgate, &
Moules, 2015, p. 263), and many report leaving work and reducing their social lives to focus on
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caregiving (O’Connor & Barrera, 2014).

During their child’s treatment, parents experience

anxiety, depression, and PTSD-like symptoms, including intrusive thoughts, arousal, and
avoidance, all of which decrease over time as treatment progresses, though lingering fear has
been reported years after treatment is complete (for a review of parental psychological stress
during pediatric cancer treatment, see Vrijmoet-Wiersma, van Klink, Kolk, Koopman, Ball, &
Egeler, 2008).
Beyond caring for their sick child, pediatric cancer treatment requires parents to
reorganize familial priorities, roles, and resources.

Cancer treatment often involves extended

hospitalization in another town or state, and for two-parent families, one parent, often the
mother, accompanies the sick child while the other parent stays home to tend to the remaining
children and continue working (Shepherd & Woodgate, 2011).

Spousal differences in

communication and coping lead to newfound needs to negotiate space and seek support from
each other (for a review of childhood cancer impact on parents’ relationships, see Da Silva,
Jacob, & Nascimento, 2010).

Interviews conducted by Huang, Mu, and Chiou (2008) with

single parents whose children underwent cancer treatment found that they had the added burden
of negotiating care for their remaining children and problem-solving the financial strain placed
on their single income.

Through their phenomenological analysis of in-depth interviews with

parents whose children are undergoing cancer treatment, Bjok, Weibe, and Hallstrom (2005)
found that participants whose children were treated locally were still challenged by numerous
appointments and procedures and that most parents described their child’s cancer treatment as a
period of a lost sense of security and a striving for control.
Despite the multiple stressors parents face when their children undergo cancer treatment,
most cope well.

A review of quantitative studies examining familial functioning during a
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child’s cancer treatment found that most parents fared well, with some studies reporting only
minimal elevations of parental emotional distress during treatment, and others finding that
parents returned to previous levels of functioning soon after treatment progressed or was
completed (Pai, Lewandowski, Youngstrom, Greenley, Drotar, & Peterson, 2007).

While some

parents experience strained relationships with their spouse or family, others report that working
through treatment together brought them closer (da Silva, Jacob, & Nascimento, 2010).
Protective factors that facilitate adjustment include use of problem focused coping strategies and
high levels of perceived social support (Lindahal-Norberg, Lindblad, & Boman, 2005).
Parent-staff relationships in pediatric cancer care
By sharing important medical information, professional care staff can offer the materials
parents need to create effective coping strategies.
their children get better.

Parents’ greatest concern, of course, is that

Interviews with 14 parents of chronically ill children found that

participants' main concern was whether they were doing all they could to support or save their
child (Ygge & Arnentz, 2004).
their child’s illness.

As such, parents look to professionals to educate them about

Interviews with mothers caring for children with acute lymphoblastic

leukemia found that the information they received from professional care staff helped them
reduce chaos, create a new sense of routine and normality, and increase feelings of control
(Earle, Clarke, Eiser, & Sheppard, 2007).

Moreover, professionals do more than just provide

parents with information—they also help them manage it.

Semi-structured interviews with

parents whose children were being treated for brain tumors found that they were often
overwhelmed by the sheer amount of information related to their child’s illness, became
confused by the medical terminology, and had difficulty understanding complicated information,
particularly when overly stressed or worried (Soanes, Hargrave, Smith, & Gibson, 2009).
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Qualitative studies focused on understanding parental involvement during their child’s cancer
treatment have found that the information professional care staff provide creates psychological
and emotional readiness for parents (Holm, Patterson, & Gurney, 2003), which in turn makes
them feel involved in the decision-making process (Mack et al., 2011).

Professional care staff

can help make parents feel safe and secure in knowing their child is receiving the best care
(Ringner, Jansson, & Graneheim, 2011).
Sharing information and collaborating not only offers parents technical understanding of
medical knowledge, but also validates their important role as parents.

To that end, Ringner,

Jansson, and Graneheim (2011) found that parents described “good communication” as that
which made them “feel acknowledged as people of significance” (p.7).

Interviews with parents

whose children have not responded to standard cancer treatments found that, when they were
receiving difficult news, they appreciated conversations that were honest, direct, clear, and with
minimal jargon (Bluebond-Langner, Belasco, Goldman, & Belasco, 2007).

Good

communication also involves providing information at the right time, demonstrating that
professional care staff anticipate when parents may feel overwhelmed, and limit the amount of
information provided at that time, or repeat it as many times as needed (Clarke & Fletcher,
2003).

Conversely, bad communication made parents feel like a low priority or a “piece of

furniture,” and described negative experiences when they “had to nag” professional care staff for
information or received inconsistent or incorrect information (Ringner et al., p.12).

Interviews

aimed at understanding parents’ information-seeking behaviors and decision-making processes
during their child’s treatment found that good communication made participants feel like they
could make better decisions, while bad communication made them feel confused, and as a result,
increased their uncertainty and anxiety (Kilicarslan-Toruner & Akgun-Citak, 2013).
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The

respect and care that staff give parents through good communication practices has been
described as providing emotional support in and of itself, though parents have also reported a
desire for professional care staff to express emotion, share words of care, and/or provide
comforting touch (Heinze & Nolan, 2012).
The literature reviewed thus far points to an impressive accumulation of knowledge
regarding what helps and what hinders parents’ ability to cope with their child’s cancer
treatment.

We have ample knowledge regarding the importance of the professional-parent

relationship during treatment.

There is a gap in the literature, however.

Although we have

identified various types of support professionals provide parents during treatment, there is a near
absence of how those relationships relate to parents' grief outcomes when children die of cancer.
The journey from cancer diagnosis, to treatment, to end-of-life-care, to death entails many
unique experiences, including relationships with professional care givers.

The next section

introduces the importance of meaning making in bereavement, the importance of past and
present relationships in making meaning of a loss, and explains how, in turn, professional-parent
relationships during treatment can continue to affect parents’ grief long after they’ve left the
hospital.
Parent-staff relationships in bereavement
Interviews with bereaved parents have found that participants feared being abandoned by
treatment staff after their child transitioned to end-of-life care (Maurer et al., 2010) and that they
desired on-going contact from care staff after their child died (Melin-Johansson, Axelsson,
Grundberg, & Hallqvist, 2014).

Parents’ requests for emotional support from professional care

staff speaks to the importance they place on those relationships, beyond any transaction-oriented
informational exchange they receive.

Additionally, meetings with care staff after the child dies
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have been found to help parents make meaning of their loss, with parents reporting that those
conversations have helped them make sense of the cancer journey and their role in it (Meert et
al., 2015).
Meaning making is described in the bereavement literature as fundamental to coping with
the death of a loved one, and involves making sense of the death, finding benefit in the loss, and
re-establishing a new post-loss identity (Gillies & Neimeyer 2006).

Through meaning making

processes, bereaved parents have reported, in semi-structured interviews, their newfound
appreciation for life, as well as their sense of personal growth (Gerrish, Neimeyer, & Bailey,
2014).

Through quantitative analysis, Holland, Currier, and Neimeyer (2006) found that

meaning making significantly lowered complicated grief symptoms.

Because severe grief

symptoms occur at higher rates among bereaved parents compared to those grieving other types
of losses (Burke & Neimeyer, 2012), it is particularly important for bereaved parents to make
meaning of their loss.
For parents whose child has died, making sense of their loss, finding unsought benefit in
their experience, and re-establishing a new parental identity involves acclimating to what might
feel like an entirely new life.

The death of a child has been described as “an earthquake” that

“changes the terrain” of bereaved parents’ lives in “subtle but substantial ways” (Bernstein,
1998, p.72), and has been found to affect parents’ relationships with their spouses, surviving
children, extended family and friends, God, and with themselves.

A thematic analysis of the

open response portion on a parental grief instrument given to 71 parents found that participants
experienced emotional distancing from their spouses and children, feelings of abandonment from
friends and family, and anger at God or questions of faith (Arnold & Gemma, 2008).

Positive

relational outcomes identified by participants on that instrument included a strengthened sense of
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cohesion with family and friends, a matured sense of faith and spirituality, and a sense of
personal growth (Arnold & Gemma, 2008).

Grief symptoms and the quality of a bereaved

parents’ relationships are closely related, given that intense emotional distress can lead to
isolation from others, and quality social support can protect parents from experiencing severe
grief symptoms.

This is due, in part, to the fact that meaning making manifests through our

social interactions (Neimeyer, Klass, & Dennis, 2014).

Gilbert (2002) explains this point

clearly, stating that, “Losses take place in social networks, and those social networks influence
the content of the narratives of the network members...” As such, “...narratives of loss develop
in conversation…with real and imagined audiences” (p.226).
For parents whose children die of cancer, relationships that can affect parents’ ability to
develop a manageable loss narrative might include professional care staff members.
Responding to interview questions regarding their grief experiences after their children died of
cancer, participants reported feelings of guilt, believing that they failed as parents and fearing
that they made poor choices concerning their child’s treatment (Barrera et al., 2009).

Parents

look to care staff to provide them with good information and to validate their treatment
decisions.

Thus, the quality of the parent-care staff relationship might affect how assured

parents are that they did all that was possible and that they lived up to their roles as protectors.
Many of the bereaved mothers and fathers interviewed by Alam, Barrera, D’Agostino,
Nicholas, & Schneiderman (2012) reported a sense of distance from their family or a feeling of
isolation, lamenting that no one else understood their experience.
over time.

Care staff earn parents’ trust

They, unlike other family members, journeyed with parents through the multiple ups

and downs of treatment.

Professional care staff can rely on many shared experiences when

responding to parents’ grief.
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That professional care staff influence parents’ grief remains speculative, but indirect
evidence supports that claim.

A recent qualitative study examining the benefits of parent-

physician meetings shortly after a child dies in the pediatric intensive care unit found that doctors
helped parents make meaning of their loss (Meert et al., 2015).

Physicians’ use of medically-

based explanations supported their insistence that parents did all they could to save their child,
which in turn led parents to construct coherent loss narratives.

Those narratives included

instances of benefit finding, such as concluding that the child was no longer in pain.
Additionally, parents clarified strategies for continuing bonds with the child, such as starting
memorial charities for children with similar diseases.

It is reasonable to consider that, in

putting together their own loss narrative, parents make use of their interactions with pediatric
oncological care staff, with whom they’ve spent long amounts of time and often have had
numerous collaborative and supportive conversations.

Through the interactions with care staff

that led parents to feel supported or unsupported, validated or invalidated, parents could find
material with which to make meaning of their journey through their deceased child’s treatment,
which in turn can affect their ability to cope with their grief.
Study Aims
As described above, studies examining parental bereavement due to cancer-related deaths
have clarified how parents’ experiences during their child’s treatment affect their subsequent
grief.

Many of those studies highlight the important influence that family, friends and others in

the community have on parents’ ability to make meaning of, and in turn, cope with, the death of
their child.

An important aspect of treatment that might affect parents’ grief that has not been

examined is the relationship parents have with their child’s professional care staff.

The purpose

of this study was to examine to what extent interactions with their deceased child’s pediatric

9

oncology professional care team are related to parents’ grief symptoms, and if those interactions
are associated with parents’ grief, to examine how those interactions might impact grief as
understood by the parents themselves.

To do so, we analyzed data pertaining to parent-staff

interactions from a larger study that broadly examined parents’ supports and stressors during
their child’s treatment.

The mixed-methods study employed a convergent parallel mixed

methods design (Creswell, 2013).

The quantitative component included standardized grief-

related symptom questionnaires and a meaning making questionnaire.

The qualitative

component included a semi-structured interview protocol.
Method
Participants
The sample consisted of 30 bereaved parents (10% male, M age = 42.63 years, SD = 6.35,
age range: 33 - 54).

Recruitment criteria for this study stipulated that participants be 18 years

of age or older, English-speaking, must have had a child who received oncological treatment at
the recruiting hospital, and the child who received treatment must have died 1-3 years prior to
enrollment in the study, with the cause of death related to progressive cancer or cancer-related
complications.

There were practical and methodological reasons for these inclusion criteria.

Interviewing only legal adults simplified the consent process and thus expedited the recruitment
process.

That was a great benefit that we believed outweighed any costs since only a small

number of parents whose child receives treatment at the recruiting hospital are under the age of
18.

Therefore, we did not believe we were ignoring a substantial portion of the population.

Recruiting participants whose child died at least one year prior to enrollment provided the study
with participants who most likely have had enough time to experience varied grief responses and
more time to reflect on their loss.

The cut-off of 3 years was meant to minimize the possibility
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that too much time has passed for parents to remember important details pertaining to their
experience during their child’s treatment or to their early grief process.
demographics can be found in Table 1.

Child-related

Twenty-eight participants identified as Christian, and

the other two participants stated they had no religious affiliation.

The racial/ethnic makeup of

this sample was as follows: non-Hispanic White (66.67%), non-Hispanic Black (16.67%),
Hispanic (10%), and self-identified as Other (6.67%).

Five participants had no other children.

Ten participants had other loved ones die since the death of their child.

Table 1. Child Demographic Information
Child Demographic Variable
N
Time Since Death (in years)
1-1.5 2
1.6-2 3
2.1-2.5 6
2.5-3 19

6.67
10.00
20.00
63.33

Total Time in Treatment (in years)
0-1 11
1.1-2 4
2.1-3 6
3.1-4 5
4.1-5 2
Over 5 years 2

36.67
13.33
20.00
16.67
6.67
6.67

Child's Age at Death (in years)
1-5 10
6-10 7
11-15 8
16-20 5

33.33
23.33
26.67
16.67

11

%

Measures
Demographic Questionnaire. Participants were asked 12 demographic questions, including
age, ethnicity, level of education, religious affiliation, current employment, household income,
marital status, number of surviving children, current living situation, recent relocation history,
significant deaths since death of child, and psychiatric history.
Semi-structured Interview Guide. Participants were asked to respond to 14 open-ended
interview prompts.

Participants were asked to describe their deceased child.

They were then

asked to discuss significant events from the time of diagnosis up to the time of the interview,
important relationships and how they have changed from diagnosis up to the time of the
interview, and ways they have dealt with their stress and grief.

Because the prompts were open

and general, they were meant to produce participant responses that the interviewer could then
guide through additional prompts toward more specific and detailed information.

If participants

did not discuss it on their own, they were prompted to describe interactions with staff during
treatment and any ways they believed staff continued to impact them after their child’s death.
Beck Depression Inventory-II (BDI-II, Beck, Steer, Ball, & Ranieri, 1996). The BDI-II is a
well-validated 21-item self-report inventory that assesses symptoms of depression.
is scored on a four-point scale (0–3).

Each item

Total scores can range from 0 to 63, with higher scores

reflecting greater symptom severity (0 to 13 = no to minimal depression, 14 to 19 = mild
depression, 20 to 28 = moderate depression, and ≥ 29 = severe depression).

Studies of

traumatized adults showed high internal reliability for the BDI-II (α = .92; Scarpa, Hurley,
Shumate & Haden, 2006).
Integration of Stressful Life Experiences Scale-Short Form (ISLES-SF, Holland, Currier,
& Neimeyer, 2014). The ISLES-SF is 6-item instrument designed to measure the extent that a
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stressful life experience has been integrated into the respondent’s broader life narrative, showing
that meaning has been made.

Here, we used the ISLES-SF to measure the extent of meaning

making by parents after the cancer-related death of their child.

Items include “I have difficulty

integrating this event into my understanding about the world” and “This event has made me feel
less purposeful,” with available responses ranging from 1 (Strongly disagree) to 5 (Strongly
agree).

The ISLES-SF demonstrated good internal consistency (α = .94) and test-retest

reliability on a bereaved sample (r = .57, p < .001), and convergent validity regarding related
mental and physical health outcomes.
Prolonged Grief Questionnaire (PG-13, Prigerson & Maciejewski, 2008). The PG-13 is a
13-question self-rating screening instrument used to quantify symptoms of complicated or
prolonged grief after loss of a loved one.

Items are based on criteria proposed by Prigerson and

others (2009), and the scale demonstrated good internal consistency (Cronbach’s α = .82),
convergent validity, and discriminant validity relative to other mood and anxiety disorders.
Internal consistency for this sample was α = .91.
Procedure
Recruitment procedures.

Patient medical records were used to generate a list of potentially

eligible study participants meeting inclusion criteria.
parents briefly describing the study.

A letter was mailed to those bereaved

The letter explained that the study PI (the first author)

would contact them in 2-4 weeks to inquire about their interest in the study, and if interested,
screen them to ensure they qualified for participation.
mutually acceptable time for an interview.

If they qualified, the PI would then up a

Participants were also told they would receive a $25

gift card to compensate them for their time and effort if they chose to participate.

The letter

also included a self-addressed, postage-paid post card and explained that potential participants
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could express their lack of interest in the study and opt out of the phone call by mailing back the
post card.
We had trouble recruiting participants.
inability to contact potential participants.
participants completed the study.

Much of the difficulty stemmed from our

Of the 221 participants we attempted to recruit, 31

Other attempts to contact participants led to returned

postcards, unreturned messages, wrong numbers, or disconnected numbers.
flow-chard of our recruitment process.

Figure 1 provides a

One participant did not respond to any of the interview

questions and instead repeatedly brought the conversation back to her belief that her child’s care
team was responsible for his death.

The participant’s statements were vague and she was

unable to specify any wrong doing or inappropriate behaviors, despite several attempts at
probing for that information.

Instead, the participant continuously explained that her son was

doing well and then quickly declined.

Due to her inability to answer interview questions, this

participant was not included in any of the analyses, leaving the study sample at 30.
Data collection procedures. Individual interviews were chosen over group interviews to
facilitate in-depth information regarding a difficult topic. Our ability to conduct our study
required a two-step process whereby approval was first given by the hospital’s Scientific Review
Committee (SRC) and then by the hospital’s Institutional Review Board (IRB).

Approval from

the SRC and IRB guaranteed the study met the hospital’s standards for scientific soundness and
adherence to research ethics.

Guidelines placed by the SRC and IRB for this study included 1)

conducting any face-to-face interviews at the hospital to insure confidentiality and 2) limiting
contact with participants after recruitment to a single phone interview to minimize the potential
of causing them emotional distress.

These guidelines influenced the design of our study.
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Figure 1. Recruitment Process

The research team decided to only conduct phone interviews to increase our sample size beyond
those potentially few participants willing to come to the hospital as well as to maximize the
diversity of our sample.

We solely conducted phone interviews to systematize our data

collection process and reduce confounding factors. Given that we were unable to follow up
with participants after the interview, we did not engage in member checking procedures after the
interview was over.

Participants completed four sections during each phone interview:

Providing verbal consent, answering demographic questions, answering open-ended interview
questions, and answering questions pertaining to psychological surveys.
were conducted by the first author, in the exact same section order.

All phone interviews

All four sections were

completed between 50 – 120 minutes, and the open-ended interview portion lasted between 35 –
90 minutes.

The interviewer ensured that all core interview guide questions were asked during

each interview.

Additional questions (i.e., probing) were also asked of each participant.

The

probes depended on the responses of the study participant and were asked to either clarify the
meaning of a participant’s responses, or to have them elaborate on their responses.
Data Analysis
Given the study’s small sample size, non-parametric statistical tests were chosen to
analyze the relationships between the measures of meaning, depression, and grief symptoms.
Correlational analyses between those three measures were conducted using Spearman’s rho.
The interview data were analyzed using a content analysis approach (Krippendorff, 2012).

This

analytical approach consisted of several steps, all involving some aspect of interpretation.

To

be transparent about the potential beliefs and values that influenced the interpretation of the data,
we will present brief biographical sketches of the PI, who collected and initially coded the data,
and the second coder, who assisted in finalizing the codebook.
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The PI is a male, Mexican-

American doctorate student in clinical psychology.

He is a non-bereaved parent with interests

in, and psychotherapeutic experience with, issues of grief and meaning-making.

The PI first

familiarized himself with the data by reading and re-reading each transcript several times.
transcripts were then broken down into relevant meaning units.

The

Meaning units are “the smallest

unit that contains some of the insights the researcher needs” (Bengtsson, 2016).

For this study,

the meaning units contained information regarding participants’ interactions with staff or
described how those interactions affected their grief.
content categories.
process.

The meaning units were labelled with

The content categories were created through an inductive and iterative

A combination of manifest and latent categorization occurred.

The categories were

then divided into domains (positive and negative interactions, positive and negative impact on
grief).

The PI’s finalized list of content categories were then applied to all 30 transcripts by the

PI and another study team member, a White, female master’s level medical anthropologist
trained in qualitative research.

She is also a non-bereaved parent with interests in the

intersection between medicine and culture.

All coding disparities were resolved through

consensus, which also resulted in the slight modification of the codebook originally created by
the PI.

A third study team member, a pediatric oncology fellow, applied the content categories

using the modified codebook to six randomly selected transcripts (20% of the data).
coder served as an external auditor, and was used to enhance validity and rigor.

This third

Those six

coded transcripts were compared to the same transcripts that were consensually coded by the PI
and the second study team member, yielding a kappa value of .8, which is considered to be
strong agreement (McHugh, 2012).

Discrepancies were resolved through consensus and did not

result in any further modifications to the codebook or categorization system.

To conduct the

mixed-methods analyses, category frequencies were used to create quantified variables from the
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interview data, which were then correlated with the surveys using Spearman’s rho.

Category

frequencies were derived by counting the number of times categories were used to code
interactions with different staff members or to code different interactions with the same staff.
Results
Quantitative Findings
Survey Results. Participants, on average, reported high meaning making on the ISLES-SF (M
= 21.47, SD = 5.14).

Scores on the ISLES-SF ranged from 11 to 30.

Overall, participants

reported mild depression on the BDI-II (M = 14.27, SD = 11.25), with scores ranging between 0
to 40.

Participants’ BDI-II scores indicated the following: 15 were in the minimal range for

depression (50%), 4 were in the mild range (13.3%), 7 were in the moderate range (23.3%), and
4 participants were in the severe range for depression.

All participants reported some grief

symptoms on the PG-13 (M = 27.12, SD = 8.50), and scores ranged between 13 to 46.
participants met criteria for prolonged grief disorder.
scores in the severe range.

Two

Both of those participants had BDI-II

One participant was at the subclinical level for PGD and had a BDI-

II score in the moderate range. None of the surveys correlated with any demographic or deathrelated variables.

There were statistically significant correlations among the three measures

such that the ISLES-SF negatively correlated with the BDI-II (ρ = -.668; p < .001) and PG-13 (ρ
= -.784; p < .001) and the BDI-II positively correlated with the PG-13 (ρ = .753; p < .001).
Qualitative Findings
Staff Interactions During Treatment. The level of engagement with staff varied from
participant to participant.

Some participants explained that they did not want to be “selfish”

and take away focus from their child’s care to discuss anything but treatment with staff.

Other

participants referenced their personality when describing how they interacted with staff.

While
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some participants explained that they were “social butterflies” that could not help but enquire
about the personal lives of the nurses that came into their child’s room routinely, others stated
they were private or isolative in nature and were uncomfortable sharing any personal information
with staff or other parents.

Despite the reported differences in their relational style, all

participants described a combination of staff actions or characteristics that helped or hindered
their psychological wellbeing during their child’s treatment.

Categories describing positive and

negative staff interactions during treatment are listed in Table 2 and will be described below.
Content category descriptions are parenthetically matched with the content category numbers
listed on Table 2.
Positive Staff Interactions During Treatment. Most important to participants was that their
child received the proper medical treatment that would save or prolong their life.

Half of the

participants described positive reactions to staff professionalism and expertise, explaining that
they had confidence in staff’s skills, that staff provided effective service, and that they offered
much appreciated treatment-related advice and medical decision-making guidance (Category 1).
Given the complexity of the medical information participants faced when attempting to make
decisions or simply understand their child’s diagnoses and treatment trajectory, most parents
reported good communication as important, and valued staff’s ability to explain information
clearly and to effectively listen to parent’s concerns (Category 2).

More than simply wanting to

be listened to, many participants desired to be treated as co-collaborators in their child’s
treatment.

Participants appreciated when staff took their demands seriously and/or when they

were given the ability to provide input in their child’s treatment (Category 3).

Similarly, some

participants praised staff for taking their child’s demands seriously and/or giving the child the
ability to provide input in their treatment (Category 4).
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Along with staff’s expertise,

communicative abilities, and willingness to collaborate with parents and their children, many
participants commended staff for their devotion toward treating their child, including “not
willing to give up” on their child and for going “above and beyond” to try to save their child
(Category 5).

For example, one participant, praising her son’s nurse for her unwavering

devotion, stated: “…she was there for (participant’s son) during the toughest hours of his
life…And, she did not give up.

Like, she knew something was wrong when the doctors were,

like, ‘oh, he’s fine.’ And, she stayed there with him.’”
Participants underwent several stressors during treatment and often endured them alone,
being far away from their family and friends.

Given this, participants expressed gratitude for

the various forms of support offered by staff.

Some participants described difficulty adjusting

to hospital life and explained that staff normalized their treatment experience, playing the role of
a “big brother” or “big sister” that acclimated them to the hospital and became an integral part of
the participant’s daily routine (Category 6).

Most parents reported feeling “cared for” by staff

and spoke of ways team members attended to their needs and looked out for their wellbeing
(Category 7).

Examples include running errands for the participant or encouraging the

participant to get out of their room to engage in hospital-sponsored activities or to go on
vacations with their family.

Staff members also offered participants crucial emotional support.

Most participants commended staff for their ability to make them feel safe and/or comfortable.
This included the participant feeling comfortable expressing emotions (Category 8).

One

parent recounted telling her daughter’s psychologist, while crying in her office, that ‘…with you
I feel comfortable enough here, and I know that I can cry and break down and you’re not going
to judge me, and you know, we’re going to laugh and we’re gonna be OK.”

The participant

then added, “and she um, you know, very much became part of our lives, because you know, I
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felt so comfortable with her.”

Beyond offering emotional support, staff also helped a few

parents make sense of the treatment experience (Category 9).

For example, one parent

explained that speaking with the chaplain toward the end of her child’s life was “tremendously
helpful” and “provided me a lot of peace.”

For some parents, one of the most important things

staff offered them during treatment was a sense of hope (Category 10).

One participant

explained that her child’s oncologist would tell her that her daughter was “not a statistic,” that
“he would encourage moving forward with treatment,” and that “any hope at all is something to
move towards.”
Staff’s interpersonal skills were acknowledged by many participants.

Minimally,

participants noted staff’s agreeable personality, describing them as “genuine,” “nice,” “kind,” or
“compassionate,” for example (Category 11).

More specifically, participants described several

relational behaviors, such as a much-needed hug (Category 12): “When the touched me, it wasn’t
like, ‘oh, I’m supposed to be compassionate.’

They lived it.

You know, when they hugged

me, it was hugging with compassion, not just, like, a board wrapping arms around me.” Staff’s
relational behaviors helped some parents feel important, like they truly mattered and were not
“just another patient the doctor had to see.” Some parents even explained that they believed
staff “loved” their child as if the child “was their own,” and that staff accommodated them with
special treatment to ensure their comfort (Category 13).

For example, one participant explained

that “the way they interacted with my daughter…they doted on her…That makes you feel like,
‘they really care!’ They would take her to the back, where nobody was allowed to go…and that
just made you feel so good.” Many participants described staff’s outreach and presence as
helping them not feel so alone, and explained that they felt they and staff “were in this together,”
and that staff in turn became their “confidants” (Category 14).
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Participants also felt understood

by staff, and described ways staff accommodated their needs via knowing the parent’s and their
family’s particular needs, values, and coping styles (Category 15).

One participant explained

that her son had subtle ways of “manipulating” her to get out of his physical therapy exercises,
but that she would “always have the reinforcement of the nurses” who “would come in and step
in,” and that they were able to do so successfully because they were attuned to relational
dynamics between the participant and her son.

Several participants acknowledged that a bond

was created between themselves and staff due to sharing intense treatment-related experienced
together (Category 16).

As one participant explained, “they there the ones that were there for

me when, I think, just about every time, when I was seeing bad news.” Several parents were
also grateful for the ways staff bonded with their children (Category 17).

For example, one

participant described warmly that seeing the playful relationship built between her daughter and
one nurse who would play games with her and bring her snacks, “makes you love them even
more.”
Participants made clear that the relationships they formed with staff went beyond medical
interests.

Fourteen participants stated staff became “like family,” and a few described ways

staff transcended their professional role to become something more than a provider (Category
18).

One participant, who had an otherwise isolated experience during treatment described

“one nurse in particular” who “got very close to us…She came to (participant’s daughter’s)
birthday.

I had her cell phone number.

I mean, we were close.” Understanding that their

relationship with staff possibly crossed professional boundaries, four participants limited their
description of the close relationship they had with staff, explaining, “I don’t want to get them in
trouble.”
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Negative Staff Interactions During Treatment. Negative interactions were also described by
participants.

Some of those negative experiences were not caused by anything staff said or did.

Some participants explained that a lack of staff continuity led them to have to deal with
“strangers” who did now know how to interact with their child or who they did not feel
comfortable with because “they weren’t there from the beginning” and “they didn’t understand
everything we went through” (Category 19).

A few parents described a personality clash with

staff, stating that they simply did not “click” or “gel” with them (Category 20).

Participants

also stated that it was difficult to be around staff whom their child did not like (Category 21).
For example, one participant described how “hard it was to watch” her child refuse to talk to
staff whom the child found “annoying.” Some participants cited preconceived biases for
resisting staff (Category 22), such as the participant who was wary of palliative care team
members because “as the caregiver, you don’t want to hear about those kinds of things.

So, just

the name alone would make me not want those people in my room.”
Poor interpersonal skills were also cited as reasons participants had negative interactions
with staff.

A few participants reported staff were impersonal, describing them as “cold” or

“inattentive” (Category 23).

Some participants described care team members who did not

collaborate with participants or who were unwilling to accommodate their needs (Category 24).
For example, one participant recalled telling a nurse “you’re making me and my daughter
uncomfortable,” to which the nurse coldly responded, “well this is how I do it.” Other staff
were described as insensitive individuals who shared bad news in a way that did not take into
consideration participant’s feelings (Category 25).

One participant sobbed over the phone as

she recalled her child’s oncologist giving her a barrage of bad news: “I had to tell her to stop,
because she just kept on going…It was very cold, like, ‘So, this is what’s going to happen, so
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you’re just going to have to deal with it.’” Some participants reported negative interactions
with staff due to unprofessional behaviors, such as arriving late to scheduled appointments,
which then “threw the rest of the day off” (Category 26).

Participants also described stressful

interactions with staff due to their poor skill set, including staff’s difficulty accessing their
child’s port, seeming like “they didn’t know what they were doing,” or “not appearing very
confident” (Category 27).
Staff’s Impact on Participants’ Grief. Some of the positive and negative interactions
participants had with staff affected parents’ grief journeys.
ways staff positively impacted their grief journey.

Most participants described several

However, eight participants described their

interactions with staff as minimally impacting their grief, one participant reported that
interactions with staff had not affected her grief in any way, and one participant stated that staff
negatively impacted her grief.

Those participants who reported minimal impact explained that

they don’t think back to staff interactions very often, that staff only impact their grief “to a
point,” or that staff, like everybody else, can’t have much of an impact because “there is nothing
nobody can tell you, you have to deal with it on your own.” Those participants who reported
staff impacting their grief “to a point” explained that only their immediate family or other
bereaved parents were the people that could offer extended support because they were the only
people who “really get what it means to lose a child.” The one participant who described staff
as having no impact on her grief journey explained that, due to the large support network she had
available during treatment and after her child died, she only turned to staff for medical and
professional support and therefore did not “need” them for any form of emotional support.
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Table 2. Content Categories for Interactions During Treatment Domains
Positive Staff Interactions during Treatment
Number of
Total Category
Participants
Content Category
Count Across Cases Coded with this
Category
Professionalism
32
15
1
28
16
2 Good Communication
17
11
3 Gives Power to Parent
11
7
4 Gives Power to Child
34
13
5 Devoted
7
5
6 Normalizes Treatment Experience
63
25
7 Makes Participant feel Cared For
44
20
8 Makes Participant feel Safe
4
4
9 Provides Sense Making
12
8
10 Provides Hope
23
13
11 Agreeable Personality
37
22
12 Relational
12
8
13 Makes Participant Feel Important
Makes
Participant
Feel
Not
Alone
15
13
14
15
11
15 Understands Family
14
10
16 Bonds with Parent
19
11
17 Bonds with Child
13
6
18 Transcends Professional Role

19
20
21
22
23
24
25
26
27

Negative Staff Interactions During Treatment
Number of
Total Category
Participants
Content Category
Count Across Cases Coded with this
Category
5
A Stranger
7
Personality Clash
5
5
Child Didn't Like Them
4
3
Resisted by Parent
8
6
Impersonal
9
5
Noncollaborative
12
6
Insensitive
15
9
Unprofessional
4
4
Poor Skill Set
11
7
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%
50
53.33
36.67
23.33
43.33
16.67
83.33
66.67
13.33
26.67
43.33
73.33
26.67
43.33
36.67
33.33
36.67
20

%
16.67
16.67
10
20
16.67
20
30
13.33
23.33

The sole participant who reported overall negative staff impact on her grief explained that staff
broke bad news to her in a highly insensitive manner, overwhelming her and complicating her
ability to process her grief.
Qualitative content categories describing staff’s positive impact on participants’ grief
were separated into two main categories: Positive impact through reflection and positive impact
through on-going contact.

Reflective impact on participant’s grief involved thinking back to

interactions with staff during their child’s treatment.
they continue contact with staff.

Twenty-four participants reported that

Forms of on-going contact with staff included messaging on

social networking sites, texting, talking on the phone, and talking through face-to-face contact.
Participants described several forms of positive impact on their grief due to their on-going
contact with staff.

Participants who reported staff’s positive impact on their grief through on-

going contact also reported positive impact due to reflecting on their interactions with staff
during treatment.

Categories pertaining to on-going contact were used only when participants

explicitly described positive impact on their grief due to their continued contact with staff.
Categories describing staff’s positive and negative impact on participants’ grief are listed in
Table 3 and will be described below.

Content categories are parenthetically matched with the

content category numbers listed on Table 3.
Staff’s Positive Impact on Participants’ Grief due to Reflecting on Treatment Interactions.
The most frequently described instance of staff’s positive impact on participants’ grief journey
was thinking back to interactions with staff as a form of finding and/or remembering the good in
an otherwise devastating experience (Category 28). As one participant put it, “No matter how
sad, or how hard our journey was, they were the good part of it…So, that’s a positive memory,
you know?” A specific instance of finding the good was participant’s explanation that they
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believed staff to be “sent by God” (Category 29).

For the few parents who described staff as

God-sent, staff were part of God’s “merciful” plan to “take” the child because he or she had
“fulfilled their purpose.”

Finding the good and describing staff as God-sent are both instances

of sense-making, of giving meaning to an experience.

The “Aid in Sense Making” content

category was used whenever participants described ways reflecting on interactions with staff
aided them in making meaning of their treatment and grief experiences (Category 30).

For

example, one participant explained that, as she moves toward creating a new life without her
son’s physical presence, “I feel like everybody there (referring to staff at the treating hospital), I
carry with me.” Describing a similar process, another participant stated that, “They’re very
much a part of my life and part of my memories, and um, my family.” Some participants
explained that interactions with staff helped them process thoughts and feelings during treatment
journey such that they were more able to make sense of their child’s death (Category 31).
Participants described several specific benefits taken from their interactions with staff
that positively impacted their grief journey.

A few participants explained that staff’s care and

compassion inspired them to engage in volunteer work and “become a more loving and caring
person” (Category 32).

One participant was so inspired by her son’s nurse that she decided to

change careers and leave behind years of working as a computer programmer to become a nurse
so she could provide similar care to other families (Category 33).

Staff’s compassionate care

gave one participant a template for how to take care of herself on her grief journey (Category
34).

This participant explained that pursuing therapy was a conceivable option due to the care

she received from her child’s treatment team.

Another participant reported that it was easier for

her to feel her grief because, “having doctors sit there and hold your hand…it let me know it’s
OK to cry.

It’s OK to be sad” (Category 35).

Along with staff’s care and compassion, two
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participants said their team’s collaborative nature provided them with self-confidence that has
aided their grief (Category 36).

Of these two participants, one stated that staff interactions

allowed her “to see that I had the strength inside me and could do it, which is still very helpful.”
Two participants reported that staff’s expertise, devotion, compassion, and ability to
communicate treatment information led them to realize all that they did all they could have done
to save the child, and explained that because of this realization, their grief was not complicated
by guilt or doubt (Category 37).
Staff’s Positive Impact on Participants’ Grief due to On-going Contact. Most parents
described feeling forlorn on their grief journey because they were surrounded by people who did
not understand their experience and whom they did not want to burden with their sorrow.
Given this, most parents expressed gratitude that staff continued to contact them because it made
them feel cared for and thus less alone (Category 38).

Continued contact with staff was

particularly important for a few parents because it involved being around people who understood
them and their experience, and with whom they could openly discuss their child and their grief
(Category 39).

One participant playfully explained that, “Coming back is like a family reunion.

It’s familiar, that comfort, the people who understand and know how you feel, what you’re
feeling, what you’ve been through.” Other participants reported that they enjoyed continued
contact with staff not because they wished to talk about treatment, but because they enjoyed
sharing and hearing about their unfolding personal lives.

For these participants, there was a

desire to continue a relationship with people who were involved in the hardest period of their
lives (Category 40).

One of those participants said, “I still talk to some of them.

we’re Facebook friends and now I watch their lives unfold.
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It’s good.”

You know,

Several participants reported that their biggest concern was that their child would be
forgotten and thus placed great effort in continuing their child’s memory and legacy.

For these

reasons, participants appreciated hearing staff continue to talk about their child (Category 41).
Participants said that they appreciated hearing staff share their own fond memories of the child
because it helped participants remember positive aspects of their child.

Some participants

stated that staff shared with them ways the child had impacted their professional and personal
lives (Category 42).

One participant, in a trembling voice, said about her on-going relationship

with her son’s nurse: “She’s on Facebook and she goes, ‘There’s not a day that goes by that I
don’t think about your son.

He totally changed my career.’ We touch each other’s hearts.”

Many participants decided to engage in charity work or start foundations in their child’s name,
and a few participants explained that staff would participate in charity or foundation events along
with the parent so that they could celebrate the child’s legacy together (Category 43).
On-going contact with staff helped parents continue to make sense of their child’s
treatment and death (Category 44).

As one participant beautifully put it, “I left pieces of

(participant’s child) behind with (staff members) and (the treating hospital).

Reconnecting

helps weave everything together.” Continued conversations with staff helped a few parents
recall the good during their child’s treatment (Category 45).

Participants also explained that

on-going contact with staff gave them a sense purpose or helped them realize their life had new
purpose (Category 46).

For example, one participant described that she is “still in contact with

the bone transplant unit, but under a different relationship, to raise funds,” and that her continued
and purposeful contact was due to “the relationship we built during treatment.”
Staff’s Negative Impact on Participants’ Grief. A few participants described ways staff
interactions during treatment impacted their grief negatively.

29

One participant explained that

she continued to feel troubled about her child’s treatment and doubtful that the best care was
given after she thought she heard her son’s nurse tell her she had given her son a shot of “cancer
cells” (Category 47).

Though the participant explained that, “I don’t know if she just

misspoke,” the incident has “repeated in my head.” Two participants described lingering
negative emotions stemming from staff interactions during their child’s treatment (Category 48).
One participant stated that she received “false hope” from staff about her child’s condition, while
another participant said that an incident with her child’s psychologist “bothers me to this day.”
The incident with the psychologist involved the psychologist instructing the participant to place
“better boundaries” with her child and wait outside the treatment room, despite his crying and
screaming for his mother.

One participant, the only participant to describe staff as having an

overall negative impact on her grief, explained that the insensitive manner with which her child’s
oncologist broke bad news overwhelmed her and has complicated the participant’s ability to
process her child’s death, stating that, “I don’t even want to deal with it.

I haven’t really dealt

with it yet” (Category 49).
Most participants described leaving staff behind as a difficult transition.

A few

participants reported feeling hurt when they did not hear from staff again after their child died.
These participants reported feeling abandoned by staff (Category 50).

One participant

explained that staff’s lack of contact led her to wonder if her child mattered to staff (Category
51).
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Table 3. Content Categories for Staff Impact on Grief Domains
Positive Staff Impact on Grief - Through Reflection
Content Category

Total Category
Count Across
Cases

Number of
Participants Coded
with this Category

%

28
29
30
31
32
33
34
35
36
37

27
7
7
6
3
1
1
1
2
2

19
5
5
6
3
1
1
1
2
2

63.33
16.67
16.67
20
10
3.33
3.33
3.33
6.67
6.67

Help Find the Good
Sent by God
Aid in Sense Making
Help Process during Treatment
Inspire Compassion
Inspire Career Change
Facilitate Self-Care
OK to Feel
Bolster Self-Confidence
Lessen Guilt

Positive Staff Impact on Grief - Through On-Going Contact
Total Category
Number of
Content Category
Count Across
Participants Coded
Cases
with this Category
38 Provide Caring Support
27
18
39 Provide Understanding
3
3
7
4
40 Continue to Live Life
41 Remember Child
13
11
42 Describe Child's Impact
7
6
43 Celebrate Child Together
8
8
13
7
44 Aid in Sense Making
45 Help Recall the Good
4
4
46 Provide a Sense of Purpose
7
5
Negative Staff Impact on Grief
Total Category
Number of
Content Category
Count Across
Participants Coded
Cases
with this Category
1
47 Produced Doubt
1
2
48 Lingering Negative Emotions
2
1
49 Prevented Processing
2
4
50 Abandoned Me
4
1
51 Did Child Matter?
1
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%
60
10
13.33
36.67
20
26.67
23.33
13.33
16.67

%
3.33
6.67
3.33
13.33
3.33

Mixed-Methods Findings
For each participant, frequency counts were summed up across content categories within
six specific domains, creating six different continuous variables: Positive Staff Interactions
during Treatment (P_SIT), Negative Staff Interactions during Treatment (N_SIT), Positive Staff
Impact on Grief through Reflection (P_SIG-R), Positive Staff Impact on Grief through On-going
Contact (P_SIG-OC), a summation of P_SIG-R and P_SIG-OC called Total Positive Staff
impact on Grief (P_SIG-T), and Negative Staff Impact on Grief (N_SIG).

None of these six

qualitative domain variables correlated with demographic or death-related variables.
Conducting correlational analyses between qualitative domain variables and the survey total
scores did not yield any statistically significant findings with all 30 participants were included.
Given that only one participant reported staff as not impacting grief within the study’s small
sample, this participant was treated as an outlier and was removed to not obscure possible
relationships between the qualitative domain variables and the survey variables for the remaining
participants.

Upon removing this participant, three statistically significant findings emerged:

P_SIG-T correlated positively with the ISLES-SF (ρ = .403; p = .03) and negatively with the PG13 (ρ = -.368; p = .05) and P_SIT correlated positively with P_SIG-T (ρ = .430; p = .02).
Discussion
Our sample had a higher percentage of parents reporting clinically significant levels of
depression and a lower percentage of individuals meeting criteria for prolonged grief disorder
when compared to similar samples from other studies.

In their 2010 study examining the

prevalence and predictors of grief and depression among parents whose children died of cancer,
McCarthy and colleagues found that 22.4% of their sample had scores on the BDI-II that were in
the moderate or severe categories and 10.3% of their sample met criteria for prolonged grief
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disorder as measured by the Inventory of Complicated Grief – Revised.

Our finding that

participants’ increased ability to make meaning of their child’s death correlated with lower
scores on the PG-13 is consistent with studies that have documented meaning making as a
beneficial process that predicts lower grief-related symptoms (see Neimeyer, 2016, for review).
These findings are consistent across diverse populations including young adults (Holland,
Currier, & Neimeyer, 2006; Holland & Neimeyer, 2010; Neimeyer, Baldwin, & Gillies, 2006),
bereaved spouses (Coleman & Neimeyer, 2010), and bereaved parents (Keesee, Currier, &
Neimeyer, 2008; Wu et al., 2008).
The positive and negative treatment-related staff interactions described by our
participants coincide with those reported in other studies.

In their review of parents’

perspectives on their child’s end of life care, Aschenbrenner and colleagues (2012) noted the
importance of staff's ability to communicate effectively and provide emotional support.

In a

review of parents’ palliative care experiences, Melin-Johansson and colleagues (2014) reported
that participants appreciated sincere communication, genuine relationships, continuity and
availability, and having staff respect them as experts. Similarly, participants in our study
described the importance of effective communication and collaboration and highlighted the trust
it engenders.

Our participants voiced an appreciation for relational dynamics founded on

authenticity and compassion and were grateful for the emotional support they received beyond
medical expertise.

This study adds to the literature by further clarifying some of the processes

through which staff go from experts who communicate medical advice clearly, to confidants and
comforters, who provide emotional support such that they become “like family.” Participants
shared how staff devotion for the child spread to parents such that they themselves felt heard,
valued, cared for, safe, special, and not alone.

Participants described ways staff bonded with
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them and at times even transcended their role as medical providers.
In a qualitative study asking bereaved parents to provide advice to healthcare providers,
participants explained that their treatment experience was troubled by providers who did not
collaborate or communicate well and who did not treat the child or family like “human beings”
(Steele et al., 2013, p.5).

Similarly, participants in our study stated that they were put off by

staff who were noncollaborative, insensitive, and impersonal.

Several participants described

the difficulty that came with a lack of continuity of care and of having to work with “strangers”
that did not know their child or the family.

The importance parents place on continuity during

their child’s treatment was reported by Heller and Solomon (2005), who found that parents
became frustrated, hypervigilant, and mistrusting when lacking consistency in care.

This study

provided new insights from parents regarding negative interactions with staff such that, rather
than placing blame solely on staff, the participants in our study described their own resistance to
staff, whether it was because of personality clashes, their own biases toward staff, or simply
keeping distance as a way of coping.

In this way, the data provided by our participants shed

new light on the complex relational dynamics staff and parents enter when treating the sick child.
We were not the only researchers to hear parents express hurt over having to leave
relationships with staff behind.

Bereaved parents in another study described losing contact with

staff as “a secondary loss” (Welch et al., 2012; p. 343).

That staff remain important to parents

after the death of their child has also been reported in other studies.

Several studies collecting

qualitative data on parents’ experiences with palliative care or end of life care services for their
children, both cancer and non-cancer related, have reported that bereaved parents continue to feel
distressed by “hurtful interactions” experienced during their child’s treatment (Contro et al.,
2002), remember fondly those staff who treated them with compassion (Monterosso &

34

Kristajanson, 2008), and desire to hear from staff (Widger & Picot, 2008).
Though other studies have documented the varied ways staff support parents during their
child’s treatment and reported that those relationships continue to be important in parents’ lives,
our study is the first to focus on how those relationships impact parents’ grief experiences.
Specifically, our study provides evidence that bereaved parents’ need to make sense of their
child’s death from pediatric cancer often involves reflecting on, and making use of, their past and
on-going interactions with staff.

This accords with Park’s (2010) meaning making model,

which proposes that individuals engage in meaning making efforts to reduce the discrepancy
between their global meanings and the situational meanings they attribute to stressful events.
The specific meanings made are the outcome of engagement in the overall meaning making
process.

A child’s death challenges several global meanings: Beliefs in a just and merciful God

(“Why would God allow an innocent child to die?”), beliefs about parental obligation and their
ability to fulfill their responsibilities (“It is my duty to protect my child at all costs.”), goals
related to seeing the child grow up (“I’ll never get to see my child graduate or marry.”), and a
subjective sense of purpose via one’s identification with being a parent (“Who am I now, or what
is my purpose, without this child to care for?”). As Park states, meaning making involves
automatic and deliberate processes.

Participants reported that effortful strategies to cope with

their child’s death often involved focusing on the positive aspects of treatment and making use of
spiritual beliefs, both of which incorporate parents’ relationships with staff.

By remembering

the care, dedication, and support staff offered during treatment’s most trying times, the world
seemed less bleak.

Many parents made meaning of their child’s death by concluding that their

children had fulfilled their purpose on earth, that it was time for God to take them, and that
putting the family in contact with compassionate staff was part of God’s merciful plan.
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Many of the ways participants spoke of how staff impacted their grief can be described
through what Park (2010) describes as the meaning making processes of assimilation and
accommodation, where assimilation involves changing the meaning of the event to fit global
beliefs and accommodation involves changing global beliefs.

Parents were more readily able to

“accept” pediatric cancer because they could assimilate it into their belief of a just world, by
reminding themselves that compassionate staff exist to support parents through the arduous
treatment process.

Participants’ descriptions of staff also being part of God’s plan is an

example of assimilating staff into religious beliefs to make sense of the cancer journey.

An

interesting example of possible accommodation occurred during one of the interviews: The
participant, a father whose child died in his teens, provided examples of how his son’s oncologist
bonded with the family, and recounted a time when the oncologist prayed with his family.

This

impressed the participant greatly because he believed the oncologist to be non-Christian, and
thus exemplified the oncologist’s care for their child.
…he was there with us, he cried with us.
don’t know.

Um, it didn’t matter what his beliefs were.

I

Maybe (Child’s) death, and seeing how we reacted with it, maybe

(Oncologist) will become a Christian.
heaven.

As the father told the story, he stated:

I don’t know.

I hope so.

I want to see him in

And that’s not to say he’s not going to be in heaven, because I don’t know.

God is God and maybe Buddha is God, and everything else.

I don’t know about that.

In this quote, the participant appears to question unexamined assumptions about who deserves to
go to heaven, and even the nature of who God is, to accommodate the oncologist’s simultaneous
goodness and non-Christianity.

The participant later explained that he has continued contact

with the oncologist and that reconnecting helps him “weave” together his experiences.

This

notion of weaving both 'light- and dark-colored' (i.e. 'happy and sad') experiences together, as
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occurs in a beautiful tapestry, to produce a previously non-existent image, illustrates an
important outcome of assimilation, accommodation, and the meaning making process in
general—that to have made meaning is to have created a coherent narrative about the event
(Neimeyer, Herrero, & Botella, 2006).
Having a sense of coherence about an event requires that it be comprehensible, that it
make sense in the context of one’s understanding of life (Antonovsky, 1987).

For several

parents, guilt and self-blame over their child’s death were the result of attempting to comprehend
their child’s death, because, given their belief that a child is not supposed to die, they concluded
that they must have done something wrong or could have done more.

One mother described

her anguish over losing her pre-teen son:
…the anger comes from, “did I do everything that I could do?”

I still question

myself…I mean, like, I know that his life, everyone is going to die, I mean I know all of
that, but I guess it’s the fact though, “Why so young?” You know?
Other parents, however, through discussions with staff, came to realize that their child’s death
was not their fault and that everything was done to try to save them, resulting in lessened or no
self-blame.

In this way, staff helped in making the death of the participants’ child

comprehensible by accommodating their global beliefs so that they could ultimately accept that
cancer, devastating as it is, is “just something that happens.”

For many of these participants,

who understood too well the turmoil of treatment, engaging in charitable work or starting
foundations became a meaningful way to support other families undergoing similar experiences.
Some participants had difficulty finding significance in their lives once the daily routines
they created to care for their sick child suddenly stopped.

They found themselves questioning

their purpose after their child died despite having other young children to care for.
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Gillies and

Neimeyer (2006) explain that “by reconstructing meaning in our lives in response to a loss, we
necessarily reconstruct ourselves” (p. 37).

An important task for parents was to find a way to

continue their parental duties despite their child’s absence.

For most participants, this involved

maintaining their child’s memory and keeping its legacy alive.
their fear was that their child would be forgotten.

Several parents explained that

For this reason, parents greatly appreciated it

when staff shared cherished memories of the child at hospital-hosted memorial events.
participants explained that staff helped them realize the extent of their child’s impact.

Some
One

participant, a mother whose child died before age 10, explained that she enjoys continued contact
with her child’s nurse because she gets to hear how her child influenced the nurse's practice:
They connected in a way and I think it’s now helped her with her new kids that she has.
She has a tough job, because there’s always a new kid, unfortunately.

And she says she

carries (Child) with her all the time and even talks to her in her mind.

“What does this

child need right now?
good about that!

What am I not doing to connect with this child?” …And, I feel

I feel like (Child) made a difference in her life, you know?

Many participants also explained that the charitable work they engaged in or the foundations
they created, beyond being a way to engage in meaningful work, keep their child’s memory
alive.

Some of these participants stated that staff get involved in their charity and foundation

work, illustrating another avenue for staff to memorialize the child along with the parent.
Participants spoke of the isolation they feel on their grief journey, and explained that, at
best, friends' and family's attempts at support were often well-intentioned but off the mark, and at
worst, no attempts at comforting the participant were made. These participants unfortunately
found that once trusted friends or family began to distance themselves and, as one participant put
it, left them feeling “diseased.” That many participants maintain ongoing contact with staff

38

speaks to their wish to feel comforted and cared for by individuals who “get” their journey, who
were there with them during the most excruciating moments, and with whom they’ve developed
a trusting bond.

Participants shared that, beyond ongoing conversations with staff about their

deceased child, they also enjoyed learning about important events in staffs’ lives and celebrating
their good news.

As parents learned to live without the physical presence of their child, they

turned to staff not just to remember their child, but to find meaningful avenues to continue living.
In this way, participants integrated staff into their bereaved parent identity.

One participant

illustrated this point succinctly: “So, you know, I have ornaments (with the hospital logo) on our
Christmas tree.

I mean, it’s just part of who we are.

It’s just part of our lives now.”

Some participants stated that they did not want to “get rid” of their sadness because it
connected them with their child.

So, though difficult to endure, the sorrow facilitated a

continuing bond with the child, and perhaps even allowed the parent to remain coherent with
their understanding of what it means to be a “good” parent.

Some participants stated that

though their grief was “less raw,” it was still difficult to experience at times.

Perhaps this is a

way for participants to explain a decline in debilitating yearning (a specific grief-related
symptom) but ongoing feelings of general sadness.
As we have discussed, the total count of participants’ positive and negative staff
interactions did not correlate with their scores on the symptom and meaning making measures.
That is, specific staff behaviors, in and of themselves, do not lead to predictable impact
outcomes; rather, it is how parents interpret these interactions that matters.

For example,

several parents stated that they placed little importance on negative staff interactions because
their significance paled in comparison to the many rich interactions they had already
experienced.

Other participants came to the hospital guarded, maintained distance from staff,
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and interpreted staff’s task-oriented approach as cold.
change over time.

Moreover, meanings are fluid and

One parent described her child’s oncologist as “not my favorite person,”

because “the doctor tended to focus on negative things,” but despite this, stated that one of the
most significant staff interactions occurred with this staff person when “she gave me permission
to go home…She saw me as a mother.”
Limitations
This study has limitations that must be considered when interpreting the findings.

First,

the cross-sectional design did not allow us to capture the fluidity of participants’ meaning
making processes. Not being of a longitudinal design, this study was unable to provide a clear
understanding of how meanings concerning the death of their child changed over time as
participants reflected on staff interactions or had ongoing interactions.

Additionally, we also

were unable to have a clear understanding of how staff impact affected grief symptoms over
time.

This is important given the fluidity of meanings and symptoms.

For example, one of the

two participants who met criteria for prolonged grief disorder explained that her coping strategy
thus far had been to put her grief “out of my mind,” but that she was just starting to realize her
need to attend to her symptoms, and that recollections of staffs’ caring behaviors served as a
template for how she might practice self-compassion.

It is likely then, that if she were to

continue down this path of active engagement with her grief, scores on the ISLES-SF and PG-13
would change over time, as would her account of how staff interactions impacted her processing
of her child’s death.

A final limitation of this study’s non-longitudinal design is that it relies

retrospective accounts and thus opens itself to recall bias.

However, our study had a good

balance of participants describing positive and negative interactions.

Moreover, the number of

positive and negative examples provided did not correlate with level of depression.
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Another limitation is that two important variables were not assessed.

It became clear as

we read through the transcripts that participants differed greatly in their attachment styles and
personalities, and that these differences affected how they described relationships with family,
friends, other parents with children undergoing treatment, and staff, both during treatment and
after their child died.

For example, some participants described themselves as extroverted and

outgoing, while others explained that they were introverted and reclusive.

Participants differed

in how comfortable they felt sharing their thoughts and emotions with others in general, and how
they responded to others during times of great stress.

Additionally, these differences appeared

again when participants described their overall coping strategies.

Some participants drew on

their support network while others chose to avoid their distress completely.

Collecting data

regarding these important psychological variables might have further elucidated factors that
impact participants’ relational dynamics with staff, which also may have determined whether
those relationships become meaningful.
Our sample size of 30 limited the statistical analyses we could conduct and the extent to
which we could understand the relationships among variables.

Mothers were overrepresented

in our study and thus we were limited in capturing the grief experiences of fathers following the
death of their child to pediatric cancer.

Though our sample was diverse regarding treatment and

grief experiences and symptoms, we were only able to recruit one participant who described staff
interactions as having an overall negative impact on her grief symptoms, eight participants who
stated that staff had no impact on their grief, and one participant who reported no impact.

Thus,

our understanding of the circumstances that result in bereaved parents perceiving their
interactions with staff as having a negative impact, minimal impact, or no impact on their grief is
limited.
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Regarding our ability to better understand bereaved parents’ experiences, our study was
limited by our inability to engage in member checking procedures after the interview was over.
It is possible some participants reflected further on the interview and member checking would
have allowed us to collect that additional data.

As with all qualitative data, the creation of

codes, categories, and themes relies, ultimately, on the researcher’s interpretation of participants’
responses, and member checking would have allowed us to confirm our interpretations of
participants’ responses.

Finally, contacting participants and presenting them with our

categories after creating them would have helped us assess the overall adequacy of our results.
Clinical Implications
Despite these limitations, our findings carry important implications for clinical care.
Staff can help parents create a coherent narrative of their child’s treatment and subsequent death
that minimizes guilt and empowers parents to continue bonding with their children in ways that
honor their memory and continue their legacy.
their care for the child and family.
the trust they build over time.

For this to occur, there needs to be continuity in

Staff become more than medical experts to parents through

Through collaborative and supportive relationships, staff get to

know the sick child and their family and how to best communicate and interact with them.

This

puts staff in a position where they can continuously review and connect the elements of the
treatment journey with parents so that when bad news is given, parents are better positioned to
understand that their child’s poor prognosis or relapse was out of their hands and they, along
with the team, did all that could be done.
Depending on the nature of the relationship staff have built with parents, and what
parents have chosen to disclose, staff might have a sense of the global beliefs parents use to
interpret the progress of their child’s treatment.

If so, staff can draw on parents’ global beliefs
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to frame discussions so parents have a clearer sense of their psychological landscape.

For

example, expressing their admiration of parents’ ability to draw on their faith for strength can
frame a discussion of ways staff have noticed parents remain loving caretakers for their children
despite the tumult that comes with treatment.

However, staff will not always understand

parents’ global beliefs or have a suitable space in which to discuss them at length.

Even if this

is the case, staff can still help parents “thicken” their narrative by discussing what they’ve
observed.

This is especially beneficial to parents because they may find it difficult to piece

together the many experiences of their treatment journey, given their preoccupation with their
child’s care and their possible reluctance to acknowledge their distress.

Thus, staff can “fill in”

those areas in parents’ description of their experiences by verbalizing their appreciation of
parents’ situational difficulties and validating parents’ caretaking efforts.

For example, by

stating that they see how hard it is for a parent to be so far away from family and other supports,
and in the same utterance describe various ways they’ve seen the parent lovingly care for their
child, staff can help or motivate parents to weave other important elements into their treatment
narrative.
After the child dies, parents may feel isolated in their community or stigmatized because
of their loss.

Many parents see staff as people who “get” them.

For these reasons, staffs’

ongoing emotional support can be a much-needed relief for parents.

Parents in our study stated

that they appreciated the occasional card or phone call expressing condolences, which also
served as a reminder that parents were not alone in their grief.
ability to help parents create a bereaved parent identity.

Staff remain important in their

By understanding that many parents

are seeking ways to maintain a bond with their child, staff can provide parents with focused
resources to help them feel connected to their child.
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Parents do not want their child to be

forgotten, and simply sharing memories of the child is important to parents.

Helping the parent

remember positive moments during treatment, or sharing ways the child had an impact on staffs’
personal life can help parents find sense in their child’s death.

Offering parents ways to

volunteer or engage in charitable work at the treating facility can provide a means for the parent
to memorialize their child and to have purpose.
The clinical implications we presented here are the steps staff are already taking to
support patients and their families, and our task was to describe them via a meaning-making lens,
one we hope clarifies why these types of interactions are important.

Additionally, we hope that

in understanding the usefulness of their interactions, staff can continue offering support in ways
that remain professional and in turn sustainable.

Many participants described interactions with

staff that crossed professional bounds and could have been grounds for dismissal.

For example,

some participants reported that they felt their child received special treatment, which in turn
made them feel good.

However, participants also described a sincere, empathic presence as

being extremely important.

Staff do not need to break institutional rules to help patients and

their families make meaning of their experience.
Suggestions for Further Research
Future researchers can build on the present findings in several ways.

First, a

longitudinal design would clarify how parents’ interactions with staff change during treatment,
and how the meaning of those interactions changes after they leave the hospital.
Future studies should also assess parents’ personality, as well as communication and
attachment styles, to understand how they affect the relational dynamic with staff during
treatment and in what way they impact parents on their grief journey.

Using brief instruments,

such as the Experiences in Close Relationships – Revised (Fraley, Hefferman, Vicary, &
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Brumbaugh, 2011) to assess attachment and the Ten-Item Personality Inventory (Gosling,
Rentfrow, & Swann, 2003) to assess personality, will aid in not overwhelming participants with
too many instrument items.

Furthermore, because it appeared many of our participants were

thinking about staffs’ impact on their grief for the first time, we recommend a qualitative
research design that allows more reflective work surrounding staff-impact questions.

This

might take the form of giving parents a short list of questions to reflect on for some time before
the interview or asking parents follow-up questions during a second data collection.
Finally, future study designs might want to consider implementing face-to-face
interviews.

Though comparison studies between phone and face-to-face interviews have

yielded varied outcomes (Novick, 2008), the context of the interview should be considered, and,
given the distress that comes with discussing the death of one’s child, the availability of nonverbal cues might further instill trust and comfort in the participant.
Conclusion
In summary, bereaved parents who lose their children to cancer were articulate in sharing
their experiences of staff engagement and communication during treatment, offering numerous
examples of both positive and negative impacts that were reliably associated with their
subsequent grief.

We hope the results of this mixed methods research encourage further study

of the importance of staff interaction with families during the critical period of their children’s
care, and the lasting impact this can have regardless of the treatment outcome.
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Appendix A
Recruitment Letter
Dear St. Jude Parent,
We are contacting you because you are a bereaved St. Jude parent. For this we are so deeply sorry.
We are reaching out to you and asking that you help us understand your journey through grief. Our
hope is that what we learn from you will help us adequately address the needs of newly bereaved St.
Jude parents.
We are inviting you to consider participating in our Bereaved Parent Study.
Participation involves:
•

A 60-90 minute interview about the grief experiences related to your child’s death.

•

A $25 gift card to compensate your time and effort.

Additional Details:
•

The interview will be conducted over the phone.

•

If you participate, you are free to skip any questions or to stop the interview any time.
•

•

You will receive the gift card even if you skip questions or stop the interview.

The interview will be conducted by Carlos Torres, a PhD student in Clinical Psychology and
a member of the Quality of Life and Palliative Care team.

Carlos will contact you via phone in 2-4 weeks to inquire about your interest in the study and to
discuss it further if you wish to. If you express interest in the study, Carlos will ask you several
screening questions, and if you are eligible, will set up a day and time to conduct the interview.
If you are not interested and do not wish to be contacted in the future in regards to this study:
Please simply mail the attached postage-paid postcard. The postcard contains an ID number that,
once received, will be matched to your name and have you removed from our list of potential study
participants.
We have welcomed a new Bereavement Coordinator, Charlene Phillips. If you feel she could provide
you with grief related assistance, please feel free to contact her at 901-595-2658.
If you wish to contact us regarding the study, please feel free to call Carlos at 901-595-4152.
We are so grateful for your time and consideration.
Carlos Torres, M.S.
Bereaved Parent Study Coordinator
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Appendix B
Consent Script
This is a research study. It involves an interview that will last about 60-90 minutes. There is no
cost to you and there is a one-time payment in the form of a $25 gift card for taking part in the
interview and research study.
You do not have to take part in this study. Taking part is entirely voluntary and choosing not to
take part will have no negative consequences for you or anyone in your family. If you choose
not to take part, you have other options. You can share any concerns or feedback you have now
or may have had in the past about your bereavement experiences with our Bereavement
Coordinator or with someone on the Palliative Care Parent Advisory Committee at St. Jude,
apart from this research study.
You do not have to say anything in response to questions asked during the interview, if you do
not want to. You can say “no comment,” or “next question please,” or anything like that to let
the interviewer know that you do not want to respond to that question. There will be no problem
or penalty in any way for choosing not to answer a question.
And, if you decide after the
interview has started that you would like to stop, please tell the interviewer at any time to stop
recording and stop the interview. You do not have to give an explanation, and there will be no
negative consequences because of your decision to stop the interview.
There are no physical risks involved in this study, but you may feel sadness or discomfort from
remembering your child’s death and talking about your grief journey. If you feel harmed by
taking part in this study, we will refer you to a suitable care provider who can help you. In past
studies, we have found that most people who choose to take part in end of life research find it to
be a positive experience. They report satisfaction is gained from knowing that they were able
to use their experiences to help improve care for other bereaved parents. We hope, but cannot
be sure, that this will be the case for you.
All interviews are conducted either on campus or from campus to ensure that data confidentiality
is kept. Everything said during this interview will remain strictly private. All audiotapes and
paper copies of the recordings’ transcriptions will be kept in a locked cabinet in the researcher’s
office, and no one outside of the study team will be able to access them. The electronic files of
the transcriptions of the audiotapes will be kept in a password-protected file on a passwordprotected computer in the researcher’s office.
If you have any questions about this study, please call the Principal Investigator and researcher,
Carlos Torres, at 901-595-4152 or send him an email at: carlos.torres@stjude.org.
You can also call the Study Coordinator, Deborah Gibson, at 901-595-4152 or send her an
email at deborah.gibson@stjude.org.
Finally, you can get more information about your rights as a research participant by calling the
St. Jude Institutional Review Board at 901-595-4357 or the Research Participant Advocate at
901-595-4644. If you are outside of the Memphis area, you can call toll-free 1-866-583-3472
(1-866-JUDE IRB).
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Appendix C
Interview Guide
•

I did not have the pleasure of meeting (child’s name). Can you tell me about him/her?

•

Tell me about significant events that occurred from the time of diagnosis to now.

•

Tell me about any ways you dealt with stress during your child’s treatment and after
his/her death.

•

Tell me about ways important relationships changed during care and after your child’s
death (will focus on St. Jude health care relationships).

•

Tell me about your experience leaving St. Jude.

•

Tell me about your grief experiences up to now.

•

Tell me of any strategies you have used to address your grief or depression.

•

Since your child’s death, tell me about any times you have thought back to your
experiences at St. Jude.

•

Looking back at the experiences you had, from time of diagnosis to now, tell me about
ways you believe you’ve changed.

•

If there are any ways you’ve maintained a relationship with your deceased child, please
tell me about them.

•

Tell me about where you see your grief in the next few years.

•

Tell me about anything you have needed on your grief journey that you did not get.

•

Continuing to think about your grief experiences, tell me about anything you have wished
happened differently.

•

On a scale of 1-5, with one being not difficult at all to 5 being extremely difficult, how
difficult it was for you to participate in this interview?

•

What felt good about participating in the study?

•

What felt bad or difficult about participating in the study?

•

Is there anything else you would like us to know?
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Appendix D
Demographic Questionnaire:
•

What is your age?

•

What is your ethnicity?

•

What is your education level?

•

What is your religious affiliation, if any?

•

Are you employed outside of the home?
•

If employed:
•

How long have you been employed in your current position?

•

What best describes your title or the type of work you do?

•

What is your approximate yearly household income?

•

What is your marital status?

•

Do you have any other children?
•

If so, how many and what ages?

•

Who do you currently live with?

•

How many times have you moved in the last 5 years?

•

Since your child’s death, have any other loved ones died?
•

•

If so, who and when?

Have you ever received a psychiatric diagnosis?
•

If so, what was the diagnosis and when did you receive it?
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Appendix E
Integration of Stressful Life Experiences Scale–Short Form (ISLES-SF)

Please indicate the extent to which you agree or disagree with the following statements
with regard to (the loss of your loved one). Read each statement carefully and please
note that for these statements, a response of 1 indicates that you ‘‘strongly agree’’ and a
response of 5 indicates that you ‘‘strongly disagree.’’
Neither
Strongl
agree
nor
y
Strongly Agree
Disagree
disagree
disagree
agree
1. I have difficulty integrating this event into my
understanding about the world.

1

2

3

4

5

2. This event is incomprehensible to me.

1

2

3

4

5

3. I am perplexed by what happened.

1

2

3

4

5

4. Since this event happened, I don’t know where to go
next in my life.

1

2

3

4

5

5. I don’t understand myself anymore since this event.

1

2

3

4

5

6. This event has made me feel less purposeful.

1

2

3

4

5

Note: A sum of all items can be taken to compute a total Integration of Stressful Life
Experiences Scale–Short Form (ISLES-SF) score. Likewise, Items 1, 2, and 3 can be summed
to compute the Comprehensibility-SF subscale, and Items 4, 5, and 6 can be summed to
compute the Footing in the World-SF subscale. The portion of the instructions in parentheses
may be altered to make the measure applicable to different groups of interest. The numbering
of items here does not correspond to the numbering used for the full version of the ISLES
(Holland et al., 2010).
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Appendix F
Beck Depression Inventory – II (BDI-II)
1. Sadness
0

I do not feel sad.

1

I feel sad much of the time.

2

I am sad all of the time.

3

I am so sad or unhappy that I can’t stand it.

2.

Pessimism

0

I am not discouraged about my future.

1

I feel more discouraged about my future than I used to be.

2

I do not expect things to work out for me.

3

I feel my fortune is hopeless and will get only worse.

3.

Past Failure

0

I do not feel like a failure.

1

I have failed more than I should have.

2

As I look back I see a lot of failures.

3

I feel I am a total failure as a person.

4.

Loss of Pleasure

0

I get as much pleasure as I ever did from the things I enjoy.

1

I don’t enjoy things as much as I used to.

2

I get very little pleasure from the things I used to enjoy.

3

I can’t get any pleasure from the things I used to enjoy.
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5.

Guilty Feelings

0

I don’t feel particularly guilty.

1

I feel guilty over many things I have done or should have done.

2

I feel quite guilty most of the time.

3

I feel guilty most of the time.

6.

Punishment Feelings

0

I don’t feel I am being punished.

1

I feel I may be punished.

2

I expect to be punished.

3

I feel I am being punished.

7.

Self-Dislike

0

I feel the same about myself as ever.

1

I have lost confidence in myself.

2

I am disappointed in myself.

3

I dislike myself.

8.

Self-Criticisms

0

I don’t criticize or blame myself more than usual.

1

I am more critical of myself than I used to be.

2

I criticize myself for all of my faults.

3

I blame myself for everything bad that happens.

9.

Suicidal Thoughts or Wishes

0

I don’t have any thoughts of killing myself.

1

I have thoughts of killing myself, but I would not carry them out.

2

I would like to kill myself.

3

I would kill myself if I had the chance.
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10. Crying
0

I don’t cry anymore than I used to.

1

I cry more than I used to.

2

I cry over every little thing.

3

I feel like crying, but I can’t.

11. Agitation
0

I am no more restless or would up than usual.

1

I feel more restless or would up than usual.

2

I am so restless or agitated that it’s hard to stay still.

3

I am so restless that I have to keep moving or doing something.

12. Loss of Interest
0

I have not lost interest in other people or activities.

1

I am less interested in other people or things than before.

2

I have lost most of my interest in other people or things.

3

It’s hard to get interested in anything.

13. Indecisiveness
0

I make decisions about as well as ever.

1

I find it more difficult to make decisions than usual.

2

I have much greater difficulty in making decisions than usual.

3

I have trouble making any decision.

14. Worthlessness
0

I do not feel I am worthless.

1

I don’t consider myself as worthwhile and useful as I used to.

2

I feel more worthless as compared to other people.

3

I feel utterly worthless.
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15. Loss of Energy
0

I have as much energy as ever.

1

I have less energy than I used to have.

2

I don’t have enough energy to do very much.

3

I don’t have enough energy to do anything.

16. Changes in Sleeping Patterns
0

I have not experienced any change in my sleeping pattern.

1

I sleep somewhat more/less than usual.

2

I sleep a lot more/less than usual.

3

I sleep most of the day.

17. Irritability
0

I am no more irritable than usual.

1

I am more irritable than usual.

2

I am much more irritable than usual.

3

I am irritable all the time.

18. Changes in Appetite
0

I have not experienced any change in my appetite.

1

My appetite is somewhat greater/lesser than usual.

2

My appetite is much greater/lesser than usual.

3

I crave food all the time or I have no appetite at all.

19. Concentration Difficulty
0

I can concentrate as well as ever.

1

I can’t concentrate as well as usual.

2

It’s hard to keep my mind on anything for very long.

3

I find I can’t concentrate on anything.
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20. Tiredness or Fatigue
0

I am no more tired or fatigued than usual.

1

I get more tired or fatigued more easily than usual.

2

I am too tired or fatigued to do a lot of the things I used to do.

3

I am too tired or fatigued to do most of the things I used to do.

21. Loss of Interest in Sex
0

I have not noticed any recent change in my interest in sex.

1

I am less interested in sex than I used to be.

2

I am much less interested in sex now.

3

I have lost interest in sex completely.
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Appendix G
Prolonged Grief Disorder Scale (PG-13)

INSTRUCTIONS

Below lie instructions for how to score (diagnose) Prolonged Grief Disorder (PGD). Each of the
requirements for Criteria A-E must be met for an individual to be diagnosed with PGD.

A. Event Criterion: In order to complete the PG-13, we assume the respondent has
experienced bereavement (i.e., the loss of a loved person).

B. Separation Distress: The respondent must experience PG-13 questions #1 or 2 at least
daily.

C. Duration Criterion: The symptoms of separation distress must be elevated at least 6
months after the loss. That is, PG-13 question #3 must be answered as “Yes”.

D. Cognitive, Emotional, and Behavioral Symptoms: The respondent must experience 5 of
the PG-13 questions #4-12 at least “once a day” or “quite a bit”.

E. Impairment Criterion: The respondent must have significant impairment in social,
occupational, or other important areas of functioning (e.g., domestic responsibilities). That
is, PG-13 question #13 must be answered as “Yes”.
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PART I INSTRUCTIONS: FOR EACH ITEM, PLACE A CHECK MARK TO INDICATE YOUR
ANSWER.
1. In the past month, how often have you felt yourself longing or yearning for the person you lost?
_____ 1= Not at all
_____ 2 = At least once
_____ 3 = At least once a week
_____ 4 = At least once a day
_____ 5 = Several times a day
2. In the past month, how often have you had intense feelings of emotional pain, sorrow, or pangs of grief
related to the lost relationship?
_____ 1= Not at all
_____ 2 = At least once
_____ 3 = At least once a week
_____ 4 = At least once a day
_____ 5 = Several times a day

3. For questions 1 or 2 above, have you experienced either of these symptoms at least daily and after 6 months
have elapsed since the loss?
_____ No
_____ Yes

4. In the past month, how often have you tried to avoid reminders that the person you lost is gone?
_____ 1= Not at all
_____ 2 = At least once
_____ 3 = At least once a week
_____ 4 = At least once a day
_____ 5 = Several times a day

5. In the past month, how often have you felt stunned, shocked, or dazed by your loss?
_____ 1= Not at all
_____ 2 = At least once
_____ 3 = At least once a week
_____ 4 = At least once a day
_____ 5 = Several times a day
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PART II INSTRUCTIONS: FOR EACH ITEM, PLEASE INDICATE
HOW YOU CURRENTLY FEEL. CIRCLE THE NUMBER TO THE
RIGHT TO INDICATE YOUR ANSWER.

6. Do you feel confused about your role in life or feel like you don’t know
who you are (i.e., feeling that a part of yourself has died)?

7. Have you had trouble accepting the loss?

8. Has it been hard for you to trust others since your loss?

9. Do you feel bitter over your loss?

10. Do you feel that moving on (e.g., making new friends, pursuing new
interests) would be difficult for you now?

11. Do you feel emotionally numb since your loss?

12. Do you feel that life is unfulfilling, empty, or meaningless since your loss?

N
ot
at
all

S
li
g
h
tl
y

S
o
m
e
w
h
a
t

Q
u
it
e
a
b
it

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

Over
whel
ming
ly

PART III INSTRUCTIONS: FOR EACH ITEM, PLACE A CHECK MARK TO INDICATE YOUR
ANSWER.
13. Have you experienced a significant reduction in social, occupational, or other important areas of
functioning (e.g., domestic responsibilities)?
_____ No
_____ Yes
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